Objective: Identify family bonds that support coping with chronic childhood illness in the state of Paraíba, Brazil, from the perspective of comprehensive care.
Introduction
The current epidemiological data of Brazil reveal a considerable increase in chronic disease [1] . The National Household Survey (Pesquisa Nacional por Amostra em Domicílio -PNAD), conducted by the Brazilian Institute of Geography and Statistics (Instituto Brasileiro de Geografia e Estatística -IBGE) and published in 2010, investigated 12 chronic conditions and revealed that 9.1% of children aged 0 to 5 years, 9.7% of children aged 6 to 13 years, and 11% of adolescents aged 14 to 19 years had chronic disease [2] .
The diagnosis of a chronic disease imposes changes in everyday life because it triggers organic, emotional, and social changes that require a permanent adaptation on the part of children and their families [3] [4] [5] . The mother, the main carer, experiences moments associated with the routine care of the disease that can result in health impairment, such as emotional distress and difficulty to adapt to a new routine [3, 6] , requiring special attention while she is the main care provider [3, 5] . However, it is understood that the carer, either the mother or another person in charge, needs to have balanced emotional, physical, and psychological health to therefore contribute to the child's recovery and well-being.
Thus, the healthcare team needs to intervene to provide support, monitoring, and guidance to accommodate carers and their demands [7] to strengthen them so that they can overcome the adversities of the chronic childhood condition.
The comprehensive care of the chronically ill child is achieved when it goes beyond the biological and treatment aspects and also aims to build a unique and humanised assistance that includes assistance to the family that considers all aspects associated with life and the bonds established with the environment in which they live [5, 8] .
The support bonds of the family, understood as a relationship in the personal dimension, are composed of members of the social network who provide support to the family and contribute to the development of coping strategies [5, 9] , which generate positive responses in the experience with the condition [10, 11] .
The social support offered by the support bonds involves the different ways in which the network members can assist the family in properly coping with the child's condition [5, 12] . Different types of support can be provided: emotional support, which comprises affection, esteem, respect, and consideration; reinforcement support, which is associated with positive statements received by the family about the care provided and the results obtained; informational support, which involves offering suggestions, information, advice, and opinions; instrumental support, which comprises financial assistance, material resources, and services offered to the family by individuals, institutions, and other means [9, 13] ; and positive social interaction, understood as the availability of individuals with whom it is possible to have fun and relax [14] .
Based on these dimensions, an important part of the role of healthcare professionals is knowing the families and their interactions with their social support network to strengthen and maintain the support bonds. Accordingly, research has demonstrated that positive adjustment is influenced by the level of family support offered to the chronically ill child and his or her parents [6] .
From that perspective, health professionals, upon discovering the context of life, values, familiar dynamics and necessities of caring for the families of those children, can contribute to the construction of new supporting linkages. As such, they strengthen support networks of these individuals and collaborate with the process of confronting chronic disease [15] .
In Public Health, knowing the social support network of these families can positively influence the determinants of health because these organised efforts are targeted towards maintaining or improving health levels to protect, promote, and restore health [16] . Nevertheless, primary healthcare teams from both Primary Healthcare and hospitals need to rethink their practices to stimulate the formation of bonds that can provide effective support and therefore offer comprehensive care to families of chronically ill children [3] .
Despite the importance of the support bonds for the children and their families who experience the chronic condition, studies [5, 17, 18] have shown that these bonds are not always effective. They can be limited, disconnected, fragile, and unable to offer continuous support that is suitable for the family's demands throughout the course of the disease.
Accordingly, this study is guided by the following question: What are the supporting linkages of Brazilian families in confronting chronic disease in infancy, with respect to the perspective of integral care? To answer this question, the objective of this study is to identify family bonds that support coping with chronic childhood illness in the state of Paraíba, Brazil, from the perspective of comprehensive care.
Method
Qualitative, exploratory-descriptive study done at a Paediatric Unit of a federal public hospital located in the state of Paraíba, Brazil. It addressed the family, and the individual responses of mothers were used to understand the context experienced by the family regarding the support bonds for coping with chronic childhood illness.
Data were collected with seven mothers of children with diagnoses of chronic disease who were hospitalized between December 2011 and March 2012 through semi-structured interviews [19] , which were conducted using the following guiding questions: After your child's disease was discovered, did you receive any type of support to help care for him/ her? Who supported you in the care of your child? How was the support received?
The inclusion criteria were as follows: individuals accompanying a chronically ill child in the hospital under study; who had no communication problems; aged 18 years old or over; and having a child with a confirmed diagnosis of chronic illness for more than six months, without time limit, because after that period of time, the family has experienced different stages of the disease and have parameters to identify the family bonds that offer support in this process.
All mothers of chronically ill children hospitalised during the data collection period who met the inclusion criteria participated in the study. The data stopped being collected when the sufficiency criterion was met, that is, when an assessment of the collected empirical material made it possible to construct a comprehensive picture of the object of study [20] .
The empirical data was interpreted by means of thematic analysis, following three stages: pre-analysis, in which the transcripted interviews were organized in a determined order, starting a classification; exploration of the material, with an exhaustive review of texts, making a critical analysis with them to develop a relevant structure of analysis for the project; and interpretation of results, corresponding to the final analysis with the regrouping of similar topics and the construction of empirical categories [19] . Finally, the following empirical categories were constructed: bonds with the nuclear family; bonds with the extended family; friends and neighbours as sources of family support; and social support relations in healthcare services.
The study was conducted in accordance with Resolution No. 466/12 of the National Health Council of Brazil and was approved by the Research Ethics Committee of the institution in which it was conducted (Protocol #083/2011, CAAE #50019715.6.0000.5183). All subjects signed a free and informed consent form. To ensure the anonymity of the participants in the presentation of the results, the word "Mother" is used, followed by an ordinal number indicating the order in which the participant was interviewed.
Results
Seven mothers whose children had the following diagnoses participated in the study: Mother 1: congenital dystrophic epidermolysis bullosa; Mother 2: Down syndrome, Cushing's syndrome, and treatment-resistant severe persistent asthma; Mother 3: idiopathic thrombocytopenic purpura; Mother 4: nephrotic syndrome; Mother 5: leukaemia; Mother 6: chronic neuropathy; and Mother 7: nephrotic syndrome. The time of diagnosis varied between six months and five years. All families were from the state of Paraíba. Four families earned the minimum monthly wage, and three had sickness benefits as the only source of steady income. The other families had an income ranging from two to eight times the minimum monthly wage, keeping in mind that the minimum salary at the time was R$540 ($151,26) . The data is clarified in table one to be visualized better. (Table 1) Bonds with the nuclear family Support bonds arise in the nuclear family, whose members live in the same household, during the reorganisation of the family dynamics for coping with the chronic childhood illness. Healthy siblings help with household chores and care of the child, contributing to hygiene care and medication schedules. This support is considered essential by the mother, who reveals the presence of trust in this relationship. Another support bond present in the nuclear family is paternal support, which is offered to the mother to minimise the burden of caregiving and responsibility. The instrumental support provided by this family member is associated with financial support, with the father being responsible for acquiring the items necessary for the continuation of life.
My daughter is the one who helps

The money that he [father] earns is used for the house. [...] He buys things [food, hygiene and cleaning items, medicine], he does not mind.
Mother 2.
The father also provides other forms of support, such as taking care of the healthy child who lives in the household, while the mother accompanies the sick child during hospitalisation.
The boy [another child] is there [at home] with his father.
Mother 3. 
Bonds with the extended family
Grandparents can offer financial support by providing food and other items needed for family subsistence. In addition, they help care for the healthy siblings and the chronically ill child, reducing the concerns of the mother, who feels satisfied and acknowledges the support received. When the mother needs to return home to give attention to the healthy child and perform domestic activities, the extended family, represented by the aunt, contributes with care by accompanying the hospitalised child, providing affection and devotion. The support received by the family provides physical and mental strength to its members, giving them the disposition to continue their care routine at the hospital and at home. The division of tasks among family members allows the mother to focus on the care of the hospitalised child, without leaving the other children uncared for. 
When
Friends and neighbours as sources of family support
The relationship between the family, friends, and neighbours is an effective source of social support. Emotional support and positive social interaction can manifest as a conversation, which can provide words of encouragement and affection, strengthening hope and serving as a time for listening to vented emotions, which helps in relieving the person who is receiving this support. 
Social support relations in healthcare services
Since the beginning of the experience of living with the chronic illness, the support shared among mothers experiencing the same situation seems to be essential for the continuity of care for the child. This support among peers has various dimensions, such as instrumental support in its financial character, which minimises the difficulties with treatment expenses. The lack of social support at home can be minimised with the support found during the child's hospitalisation. The mothers, who are ward mates, often provide emotional support and positive social interaction as they exchange knowledge and experiences. In addition, they provide a space for discussion and for venting emotions. Additionally, there is the mutual benefit of exchanging help to care for the child. The support offered by healthcare professionals has several dimensions. At times, the treatment starts in private practices in the cities located outside the state capital, where physicians who take care of the child can provide instrumental support, contributing to reducing the family expenses. Physicians contribute with this support by not accepting the consultation fee, offering free medication, and paying the costs of transportation so that the proper treatment can be conducted in the state capital. When members of the healthcare team provide guidance associated with aspects of the disease, such as symptoms, treatment, care, and implications for life, answer questions, and open spaces to discuss care, they are providing the necessary support to overcome the experience and to strengthen the supportive bond. The staff at the hospital in which this study was conducted have established support bonds that are strengthened during the child's hospitalisation. Emotional support is relevant and is provided by several staff members, including those responsible for cleaning the environment. The mothers recognise the importance of this support because, without affection and attention, the experience of living with the chronic condition would become even more difficult. The mothers report receiving support from the healthcare team when it contributes in the routine care provided to the child, for example, when the team administer medications or provide items that the companion needs. In addition, the main carer perceives herself as receiving support when there is a good relationship with the health professionals. The financial assistance offered by the government to the families of chronically ill children is a type of important financial support for improving their quality of life. These resources help maintain the child and other family members on a healthy diet and also enable continuing treatment. The reason is, due to the routine care, the mother needs to reduce her working hours or leave her job, which consequently affects the family's income and can deprive the child of his or her needs. 
I could not find support [at home], I was
On the seventh day [after the birth of the child and diagnosis of the chronic disease], the [ma-
Discussion
Support bonds are recognised as important determinants of health during the care process. It is understood that the support offered by the support bonds may be provided by any person who knows the reality experienced by the family and is available to provide the necessary assistance to overcome the adversities.
In the nuclear family, the support bonds consist of the healthy siblings and the father of the chronically ill child. Healthy siblings help in the care process of the sick child by participating in the treatment and in the care for the child's protection. They try to follow the guidelines given by the medical team, especially those associated with the environment, food, and household hygiene [21] . In addition, they remain at home, continuing their routine activities, and therefore, they also require care. Accordingly, the paternal contribution is significant for the mother because it reduces her concern and anxiety during a hospital stay, making her feel more peaceful and relieved because she has someone whom she can trust caring for her children.
The extended family provides instrumental support, minimising the burden on the nuclear family. In addition, it provides physical and emotional resources to maintain health and the necessary support because, without these supporters, the families would not be able to provide for all of their occasional needs and the child's needs [9] . This social support is essential for helping the family find the strength to move forward.
Regarding the healthcare professionals, initially, they must help the family understand the importance of sharing the care for a chronically ill child to have a better experience with the implications imposed by the disease [22, 23] . When offering this type of support, healthcare professionals must empathically understand the context of the individuals involved in this process to tighten and strengthen the bonds of this relationship. In this manner, they can provide comprehensive care that is able to meet the individual needs of the chronically ill child and his or her family.
In general, the child's mother changes her routine and plans to accompany the sick child, whereas the father continues to work, keeping his job to ensure the payment of everyday and disease-related expenses [9, 11, 23] , these results corroborated with those found in the study. However, the chronic condition imposes numerous expenses that affect the family budget.
Research shows that in addition to the child's treatment costs, there is household consumption, and for some families, the financial support received from the government, such as sickness benefits and other social funds, is their only income [17] . Another role played by the healthcare team in supporting and helping parents during all phases of treatment is advising them about their social rights and means to access them. This support goes beyond the physical needs and reaches the psychological and social needs by providing information [24] , which should be clear, logical, and timely.
The financial support provided by healthcare professionals and other institutions positively contributes to the family budget and helps in meeting the family's emergency needs. The expenses associated with the child's treatment require a considerable amount of resources, and without such support, treatment may be interrupted or discontinued, especially among low-income families [17, 25] .
Spaces that promote moments for listening, discussion, and accountability are essential for coping with chronic childhood illness [12, 17] . In this context, given that expressions of affection, esteem, and respect can occur, positive social interactions promote emotional support and simultaneously favour the exchange of life experiences, which are both able to strengthen the resilience of the carer living with the chronic condition.
This reality is feasible among families who experience a chronic childhood illness, in which, through awareness and the sharing of experiences and suffering, interest in helping and caring for others increases. This process will result in a stronger solidarity network with the development of support bonds [10, 12] . The relationship between mothers is established because there is mutual understanding of the unique demands imposed by the chronic condition. From this perspective, the healthcare team should be aware of the importance of this relationship and thus seek strategies to further stimulate this bond.
Studies have shown the importance of religious groups in the lives of carers of chronically ill children because the support and spiritual comfort strengthen hope [10, 26] and also reduce stress, favouring the adjustment of the family and even of the child [4] . These individuals are essential for effective coping because they can also contribute financial support and meet other family demands.
Comprehensive, individualised, and diversified care should be provided, and for the presence of individuals who can provide support to the child and his or her family, it is necessary to help them meet the demands of everyday life [22] . Comprehensive healthcare is facilitated when there are links capable of providing effective and satisfactory social support.
The bonds are strengthened when families find professionals who offer informational support. These professionals can minimise anxiety and doubts by providing information about the child's condition and by answering questions that arise during routine care [3, 13, 22] . In this manner, families can make informed choices and decisions. However, the guidelines cannot be ambiguous or cause confusion [9] , and the dialogue between the family and the healthcare team must be effective and affective.
In the hospital context, professionals are in daily contact with the family member who accompanies the child. Nevertheless, closer contact between the individuals involved in this context is expected to favour the relationship, the construction of bonds, and the support offered by the healthcare team.
The valorisation of the support network by the healthcare team is essential for the proposal of support and care actions that can promote maximum child development and favour the expansion of family support bonds [5] .
Care at the scheduled time and the administration of medications at the prescribed time by attentive and technically competent professionals improve satisfaction with the care received [25] . However, the social support that enables coping with the difficulties imposed by the chronic condition is not restricted only to care activities.
Qualified assistance must be one of the actions developed by health professionals to make family members trust more in the system. Therefore, other actions must be done in health services, such as attentive listening, therapeutic dialogue, displays of affection and understanding, and sharing of knowledge. With this, there is greater likelihood of consolidation of supporting linkages, providing a better quality of life by positively helping families cope with chronic childhood illness.
The present study brings contributions to care towards children and families that have lived through chronic disease, especially to promote reflections for health professionals. That being said, the fact that this research has been done only in one scenario limits the generalization of results.
Final Considerations
By viewing support bonds as a source of positive influence on the determinants of health, their knowledge is a primary tool for effective coping and for overcoming the adversities experienced in chronic childhood illness. Such bonds provide the resources to support the practice of care in meeting the demands of families, who require care during the trajectory of the disease.
The affected child and his family need to receive care in the same way, having lived through chronic disease whether directly or indirectly. The support offered by established linkages brings great benefits to those subjects, as the measure to which a family has its needs attended to leads to better conditions to take care of the child day-to-day, making possible adequate management of chronic disease.
The necessary support to meet the demands presented by the family may be offered by nuclear and extended families; friends; neighbours; the government; healthcare professionals; and mothers who share the same experience. The support provided through these links fall under different dimensions, such as instrumental support, emotional support, informational support, reinforcement, and positive social interaction, which is present at times when the family members need care the most. Knowing the strategies adopted by family members to cope with the chronic disease in addition to their needs and the support offered by the bonds formed along the trajectory of the chronic childhood illness is essential for the establishment of comprehensive and humanised healthcare.
The weakness of the bond between the family and the Primary Healthcare team was identified, given that none of the reports indicated that these professionals are sources of support. These findings indicate that this team needs to rethink its working process because the lack of support at this level of care makes comprehensive care for the chronically ill child and his or her family more difficult. The Primary Healthcare team must assume its role as coordinator of the longitudinal and continuous care of chronically ill children to ensure their quality of life. These actions directly impact the determinants of health because the proper management of chronic illness prevents the worsening of the child's condition and unnecessary hospitalisations.
Based on the results of this study, the healthcare team should rethink its work process to provide comprehensive and humanised care to chronically ill children and their families. They should help these individuals identify ways to create support bonds within and outside the family that can contribute to providing care with autonomy and shared responsibility. In addition, healthcare professionals can build care elements that provide tools to family members that support chronically ill children to strengthen their care potential and help overcome weaknesses, positively influencing coping with the chronic condition.
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